Commentary

COMMENTARY: ETHICAL AND LEGAL
CONSIDERATIONS FOR THE INCLUSION

OF UNDERSERVED AND UNDERREPRESENTED
IMMIGRANT POPULATIONS IN PRECISION
HEeaLTH AND GENOMIC RESEARCH

IN THE UNITED STATES

There has been growing recognition of the
importance of diversity and inclusion of
underrepresented minority populations,
including immigrants, in genomic research
and precision medicine. Achieving diversity
has been difficult and has led some scholars
to question whether the law is a help or a
threat to the inclusion of underserved and
underrepresented immigrant populations.
In this commentary, | provide an overview
of some of the many relevant legal issues
affecting the inclusion of immigrants in
genomic research and precision health
initiatives, such as the All of Us*™ Research
Program. Development of research recruit-
ment, retention, and data collection plans
without also considering the legal and
sociopolitical context within which such
efforts are to be carried out is risky. Advanc-
ing health policy with a goal of eliminating
health disparities (or, at a minimum, ensur-
ing that health disparities are not exacerbat-
ed by genomic or precision health tech-
nologies) requires us to acknowledge the
negative effects that immigration policy and
criminal justice policy have on the involve-
ment of immigrants in such research and on
their health directly. | conclude that it is not
a question of whether the law is a help or a
threat but, rather, whether we collectively
will prioritize authentic diversity and inclu-
sion policies and also insist on compliance
with the laws intended to ensure the human
right of every individual — regardless of im-
migration status or national origin — to share
in the advancement of science. Ethn Dis.
2019;29(Suppl 3): 641-650; doi:10.18865/
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INTRODUCTION

Recognition has grown of the
importance of diversity and inclu-
sion of underrepresented and un-
derserved minority populations,
including immigrant populations,
in genomic research and precision
medicine."® Enrollment in the A/
of Us*™ Research Program, for ex-
ample, is open to any adult indi-
vidual residing in the United States
regardless of citizenship, immigra-
tion status, or national origin, and
the protocol (v.1.7.Mar.2018) em-
phasizes a commitment to include
“minority populations who are his-
torically underrepresented in bio-
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medical research.” Achieving diver-
sity has been difficult*®” and has led
some scholars to question whether
the law is a help or a threat to the
inclusion of underserved or under-
represented immigrant populations.

Accepting the assertion that

... LMmigration status is
rarely measured in health
research and, when it
1S, immigration statrus is
measured inconsistently or
done through use of proxy

measures..."°

inclusion of immigrants is both
scientifically and ethically desir-
able and hoping to assist critical
dialogues regarding responsible,

inclusive design, this article pro-
vides an overview of some of the
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relevant legal issues affecting the
inclusion of immigrants in genom-
ic research and precision health
initiatives after first noting foun-
dational methodological and ethi-
cal issues. Awareness of these issues
is important for anyone concerned
that racial and ethnic health dis-
parities will not be alleviated by
emerging genomic and precision
health technologies or the surveil-
lance enabled by the unprecedent-
ed levels of aggregated individual-
ized data through those efforts.

WHICH IMMIGRANTS?
METHODOLOGICAL AND
EtHIicAL CONSIDERATIONS

Before exploring the legal con-
siderations affecting underserved
and underrepresented immigrant
populations’ involvement in pre-
cision health and genomic re-
search, it is necessary to establish
what we mean by this. A number
of facts about immigrants in the
United States are noteworthy to
ensure vast heterogeneity is neither
overlooked nor ignored. Accord-
ing to the PEW Research Center,’
approximately 13.5% of the US
population comprises immigrants;
approximately 75% of immigrants
are in the United States lawfully;
46% of immigrant populations live
in three states (California, Texas,
and New York); 65% of US im-
migrants reside in fewer than two
(with

largest numbers in New York, Los

dozen metropolitan areas
Angeles, and Miami); the top three

places of birth for immigrants in
the United States are Mexico, In-
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dia, and China; and since 2010,
new arrivals of Asian immigrants
each year have outnumbered His-
panic new arrivals. The PEW Re-
search Center has also described
in detail variation in English lan-
guage

attainment, income, and line of

proficiencies, educational
work across immigration statuses.

What do we mean by under-
served or underrepresented? With-
out explicit articulation of the
gaps intended to be filled, people
could be thinking of quite different
groups: refugees and asylum seek-
ers; trafficked persons; immigrants
residing in rural areas rather than
metropolitan areas; undocumented
immigrants; immigrants from par-
ticular subpopulations (eg, African
immigrants could include indi-
viduals from 54 different countries
and of innumerable ethnic groups);
residents from US territories of
Guam, Puerto Rico, American Sa-
moa, Commonwealth of Northern
Mariana Islands, and the US Virgin
Islands (all of which are often con-
sidered immigrants for purposes of
research); or immigrants with low
incomes or limited English profi-
ciency. It is essential for the terms
to be operationalized and research-
ers to be explicit. In this article,
“underserved” refers to access to,
or provision of, precision health
care services and “underrepresent-
ed” refers to research involvement.

Nevertheless, immigration sta-
tus is rarely measured in health
research and, when it is, immigra-
tion status is measured inconsis-
tently or done through use of proxy
measures (eg, lack of a valid social
security number, lack of a driver’s
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license, survey response indicating
deportation fears, occupation as
a day laborer, or receipt of public
health insurance benefits such as
Emergency Medicaid).! The Na-
tional Institutes of Health (NIH)
is required by law (ie, the National
Institutes of Health Revitalization
Act of 1993, Pub. L. 103-43) to en-
sure the inclusion of minorities in
research. And while US immigrant
populations are highly diverse and
address

health disparities has been encour-

research  to immigrant
aged, researchers typically do not
distinguish immigrant participants
(regardless of documented status)
from non-immigrant participants
in their inclusion reporting. In
practice, immigrants participating
in genomic research are reported
along with non-immigrant par-
ticipants in the race and ethnic-
ity reporting categories, potentially
masking meaningful heterogeneity
and omitting potentially relevant
information to understand social
determinants of their health. An-
other methodological challenge is
that health care providers generally
do not have an affirmative duty to
collect immigration status informa-
tion from patients.!" While federal
financial incentives for electronic
health records (EHRs) have been
offered as part of Meaningful Use
Stage 2 to encourage the collection
of standardized race and ethnicity
data as well as preferred language,'?
no similar incentives have been of-
fered to promote the collection of
standardized measures of immigra-
tion status in EHRs despite their
utility in understanding immigrant

3

health disparities.’> Researchers
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have noted the importance of care-
ful research design (such as collect-
ing data anonymously or pursuant
to assurances of confidentiality) to
avoid chilling effects from the col-
lection of this sensitive informa-
tion, as immigrants are reasonable
to worry that information will be
used against them (eg, if health pro-
viders were to report undocument-
ed patients to federal officials de-
spite not having a duty to do so'").

In addition to scientific con-
siderations about whether or how
best to measure or collect immi-
gration status data, when research-
ers seek to include immigrants in
genomic research and precision

health

of their contextual vulnerabilities

initiatives, an assessment
and corresponding research par-
ticipant protections is appropri-
ate.'*'® Non-citizen immigrants
have been described as “the canar-
ies in the health care coal mine...
among the most vulnerable groups
in the United States.”!” Yet other
immigrant populations might not
share a heightened risk of coercion
or undue influence due to limited
mobility, income, education, or
other factors. While the Common
Rule (45 CFR §46.101 e# seq.) does
not require additional protections
for immigrants categorically in the
way that it does pregnant women,
children, or prisoners, characteris-
tics of particular immigrant popu-
lations could affect the evaluation
of whether risks are reasonable
relative to anticipated benefits and
whether selection of participants
is equitable. When a protocol
promises the return to participants
of “medically actionable” results

without offering to provide down-
stream medical services, one must
consider the potential financial
and psychological hardships that
could be experienced by those eco-
nomically disadvantaged, ineligible
for health care coverage, or facing
other health care access barriers be-
cause of their immigration status.®

Because the concept of immi-
grants encompasses foreign-born
individuals, lawful permanent resi-
dents, naturalized citizens, tem-
porary migrants, refugees, asylum
im-

seeker, and undocumented

migrants, responsible inclusion
of immigrant populations in ge-
nomic research requires thought-
ful consideration of how each will
be involved and how their distinct
needs and interests will be ad-
equately protected. For example,
one cannot simply assume that
documented immigrants are im-
mune to the research risks posed
to undocumented immigrants
(eg, many immigrant families are
mixed status). Focusing research
on only one particular immigrant
population or subpopulation, for
example, runs the risk of reinforc-
and

ing stereotypes stigmatiza-

tion."” Novel approaches to the

offer

one way to improve the inclusiv-

informed consent process
ity of research,?” as does use of cul-
turally sensitive terminology and
preferred languages. Culturally
responsive relational reflexive eth-
ics-oriented research and commu-
nity-based participatory research
have also been advocated.”?*' Ap-
preciating immigration “outside of
the law” and accounting for three

historical conceptualizations of US
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immigration policy (eg, immigra-
tion as transition, as contract, and
as affiliation), each with potential
implications for weighing research
participation risks and benefits
(eg, presumptions of equality, “un-
equal justice”, and “earned equal-
ity”) could be important for those
hoping to bridge health and im-
policy 22-23
Researchers planning to exclude

migration spaces.
immigrants in genomic and preci-
sion health research should also be
familiar with these intrinsic, extrin-
sic, and procedural ethical issues in
order to articulate why inclusion
is infeasible or inappropriate. It is
perhaps unreasonable to expect and
unwise to mandate that scientists
for each study anticipate, plan, and
dedicate limited research resourc-
es for every possibility. Weighing
competing principles of respect for
persons, beneficence, and justice
may involve consideration of prac-
ticablity.?* Inclusive design might
be outweighed if, for example, the
steps necessary for responsible in-
clusion (such as study personnel
fluent and study materials avail-
able in every language or establish-
ing and monitoring tiered access
to “sensitive” research specimens
and data) would divert such a large
proportion of the study’s allocated
resources that the study’s specific
goals are jeopardized. Inclusion of
a specific group and exclusion of
another group (such as the inclu-
sion of documented immigrants
but exclusion of undocumented
immigrants) might be justified in
a situation in which a study’s goals
can be achieved—and, important-
ly, the benefits from the study’s
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findings can be distributed fairly
across social groups to participants
and  non-participants—without
unnecessarily burdening the dis-
advantaged, marginalized social
group with risks from research
participation.  Ultimately, ethi-
cal literacy is critical to successful

and equitable scientific research.

LEGAL CONSIDERATIONS

The law as appearing on the
books might serve as a help or a
threat to the inclusion of under-
served and underrepresented im-
migrant populations in precision
health and genomic research. Dis-
cussion of laws that guide research
inclusion of underserved and un-
derrepresented ~ immigrants  are
presented in four categories: an
international human right to fa-
cilitate inclusion; federal statutory
rights to facilitate inclusion; legal
restrictions on data access and use
to serve alternatively as facilitators
or threats to inclusion; and a bar-
rier to inclusion posed by criminal-
ization of immigration violations.

An International Human Right
to Participate in Science and
Share in Its Benefits

Since 1948, with the adoption
of the Universal Declaration of
Human Rights (UDHR), there has
been a recognized human right of
everyone, regardless of immigra-
tion status, ‘to participate...and
share in scientific advancement and
its benefits” (UDHR, Article 27).
The International Convention for
the Elimination of All Forms of
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Racial Discrimination (ICERD),
signed by the United States in 1966
and ratified in 1994, further af-
fords the right to be free from ra-
cial discrimination in all facets of
society. Prohibiting both policies
of discriminatory treatment and
impacts, ICERD uses a broad defi-
nition of race encompassing race,
color, descent, and national or eth-
nic origin. While this treaty has
been in full force as binding “law
of the land” since its ratification,
the United States has been admon-
ished for falling short of its obliga-
tions, including for failing to end
discriminatory immigration en-
forcement programs or adequately
addressing health and health care
disparities for minorities and un-

The

Universal Declaration on the Hu-

documented  immigrants.
man Genome and Human Rights
adopted unanimously in 1997 by
the United Nations
Scientific, and Cultural Organi-
zation (UNESCO)—an
tional body from which the United
States withdrew in 2018—further
acknowledges the “[b]enefits from

Education,

interna-

advances in biology, genetics and
medicine concerning the human
genome, shall be made available to
all, with due regard for the dignity
and human rights of each indi-
vidual” (Article 12) without men-
tion of immigration status. Further
normative guidance comes from
the International Declaration on
Human Genetic Data, adopted in
2003, which reiterates nondiscrim-
ination rights, warns of data essen-
tialism or reductionism, and un-
derscores each individual’s right to
access his or her own genetic data.
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Federal Statutory Rights
under the Genetic Information
Nondiscrimination Act
(GINA), the Affordable

Care Act (ACA), and the 21*
Century Cures Act

The genetic nondiscrimination
rights offered by the Genetic In-
formation Nondiscrimination Act
(Pub. L. 110-233, 122 Stat. 881.
et seq. [2008]), passed expressly to
allay concerns and promote partici-
pation in research, apply to every-
one in the United States, regard-
less of citizenship or immigration
status. GINA prohibits the use of
genetic information in health in-
surance and employment decisions
and establishes confidentiality re-
quirements whenever covered en-
tities possess genetic information.

While the Affordable Care Act
(Pub. L. 111-148, 124 Stat. 119
et seq. [2010]) has not expanded
health coverage to everyone (eg,
only those “lawfully present” are
eligible to seek marketplace health
care benefits), the law prohibits the
government from using market-
place applicants’ data for any pur-
pose other than determining eligi-
bility for exchange benefits (ACA
§1411(g)). The penalty for breaking
this confidentiality is a $25,000 fine
for each improper use or disclosure.
The law also provides a right to be
free from discrimination in health
care and research activities on
the basis of national origin (ACA
§1557); however, national origin
is not synonymous with citizenship
or immigration status. According
to the Department of Health and
Human Services (DHHS), national
origin “includes, but is not limited
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to, an individual’s place of origin
(such as country or world region)
or an individual’s manifestation of
the physical, cultural, or linguistic
characteristics of a national origin
group.”” While applicable to health
and research, this nondiscrimina-
tion provision was not intended to
drastically alter how research is con-
ducted (eg, by mandating specific
inclusion or exclusion criteria).?

The 21* Century Cures Act (Pub.
L. 114-255, 130 Stat. 1033 et seq.
(20106)) is particularly important to
the inclusion of immigrants in ge-
nomic research and precision health
initiatives. Generally speaking, legal
status is not itself considered pro-
tected health information under
the Health Information Portability
and Accountability Act (HIPAA).
As per the 21st Century Cures Act
§2012, the NIH automatically is-
sues a “Certificate of Confidential-
ity” for collection of identifiable,
sensitive information collected for
biomedical, behavioral, and clini-
cal research funded wholly or par-
tially by the NIH. Compliance by
NIH-funded researchers with the
nondisclosure  responsibilities s
mandatory, and data collected in
such a study cannot be disclosed
without the participant’s consent
even as part of most legal proceed-
ings. Participants need not be US
citizens or reside in the US in order
to fall under a certificate’s protec-
tive umbrella, and the protections
are to last in perpetuity.® While
certificates protect any copies of
the data, placement of research data
into an EHR might compromise
the confidentiality shield in ways
not yet thoroughly understood.

Restrictions on Data Access
for Purposes Other Than the
Purpose for Which It Was
Collected

One challenge when thinking
about the inclusion of immigrants
in genomics research is the level of
trust in government (and institu-
tions funded by or collaborating
with the government) and need to
assure participants that data collect-
ed will be used only for the stated
purposes of health research. Will-
ingness to participate in research
and give specific types or amounts of
data is contextual. Data sharing be-
tween governmental agencies might
make immigrant participants par-
ticularly uncomfortable. Moreover,
assurances that data from one study
will be kept confidential might be
difficult for immigrant populations
(or others) to reconcile with part-
nerships and data sharing in other
situations. A few examples follow
to help illuminate the murky socio-
political context within which ge-
nomic research and precision health
initiatives involving underrepre-
sented or underserved immigrant
populations must be considered.

The US Census, Citizenship, and
the 72-Year Rule

Census data are an important
basis for much scientific research.
The “72-Year Rule” (92 Stat. 915,
PL. 95-416 [1978]) requires indi-
vidual-level Census data to be kept
confidential for 72 years before it is
accessible through the National Ar-
chives.”” Census employees can be
penalized up to 5 years in prison,
$250,000 fine, or both for viola-
tions of nondisclosure obligations.”
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Census response data are exempt
from Freedom of Information Act
requests, and personal data cannot
be used against an individual in
legal process as per 13 U.S.C. §9.
Nevertheless, fears that informa-
tion collected for the Census will be
used to harm respondents person-
ally has historically been a sizable
problem, and the 2020 Census is
not likely to deviate from this chal-
lenge.”®* The potential inclusion
of a citizenship question sparked
litigation and widespread criticism
that it will cause a dramatic under-
count, with immigrant households
(documented, mixed status, and
undocumented alike) unlikely to
respond.”® Unlike health research
surveys, responses to the US Cen-
sus questions are not optional.
Reponses are required by law, and
those who refuse to respond or
provide false information can be
fined up to $100 or $500, respec-
tively (U.S. Code Title 13, Section
221). An undercount could have
a direct effect on the reliability of
demographic data used in health
research. Long-standing partner-
ships wherein the Census Bureau
serves as a data collection agent for
DHHS (such as conducting inter-
views for the National Health In-
terview Survey, which it has done
since 1957) might confuse the
public about which data are shared
(or not) and which surveys admin-
istered by the Census are voluntary
(or not). The fear that response
data might be used by the govern-
ment against an individual despite
confidentiality requirements is not
unfounded or unreasonable in light
of the discovery that 1940 census
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data were used to target and intern
individuals of Japanese ancestry
during World War II when confi-

dentiality provisions were relaxed.*

Research Incentives and Reporting
of Taxable Income to the Internal
Revenue Service (IRS)

Researchers and institutional
review boards (IRBs) aim to treat
similarly situated research partici-
pants equally. Generally, research
participation incentives cannot be
provided at different rates to dif-
ferent study arms if those in each
study arm are asked to perform the
same study tasks. When researchers
include immigrants, however, they
might find themselves in a situation
where moral and legal obligations
seem in conflict. For example, the
IRS requires institutions to report
payments of research incentives
of more than $600 per calendar
year to any individual. When the
participant is a nonresident immi-
grant, the IRS requires an institu-
tion to withhold 28% for taxes us-
ing a Form 1042-S.°' Institutions
vary widely in how they comply
with the IRS requirements, some-
times mandating the collection of
social security numbers (SSNs) or
individual tax identification num-
bers (ITINs) along with research
data.’? Section 6103 of the Internal
Revenue Code provides confiden-
tiality and asserts that an ITIN is
not used for immigration enforce-
ment or otherwise shared by the
IRS. Nevertheless, researchers must
think carefully about how to rec-
oncile their moral obligation to
treat research participants equitably

while complying with IRS-imposed
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reporting and withholding rules
(eg, upon what amount is equitable
treatment of participants based:
the outgoing expenditure for the
researcher or the amount received
by the participant after applicable
tax withholdings?) and be able to
explain their approach convinc-
ingly to prospective participants.
In doing so, avoidance of language
from the legal authorities (such as
“taxation of aliens”) that could be
offensive and dehumanizing to
prospective participants is wise.
Health Providers, Researchers,
or Agencies Perceived as Quasi-
Immigration Enforcement Agents
The National Immigration Law
Center (NILC) has recommended!!
that health care providers avoid col-
lecting data on immigration sta-
tus and, if collecting it, sequester
the information from medical and
billing records. While one can ap-
preciate the NILC’s rationale, such
a recommendation is not feasible
for precision health efforts secking
to address immigrant health dis-
parities. Thus, it will be incumbent
upon researchers to alleviate con-
cerns that underserved immigrants
might have that their presence at
medical facilities to obtain care
or participate in research elevates
their risk of deportation or immi-
gration-related enforcement.’3* As
per Immigration and Customs En-
forcement (ICE) policy, * immigra-
tion enforcement actions (eg, ap-
prehensions, arrests, interviews, or
searches) are not to occur at “sensi-
tive locations” (ie, hospitals, health
care facilities, schools, and places
of worship), and legislation has al-
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ready been proposed to strengthen
these safe spaces (eg, S.845 and
HR.1815 “Protecting Sensitive Lo-
cations Act”). On the other hand,
the involvement of DHHS in the
forced family separations at the US-
Mexico border (and their role in
DNA testing as a requirement for
familial reunification) prompted
legislative action to protect genet-
ic privacy®® and ultimately might
undermine efforts to earn the sup-
port of underrepresented and un-
derserved immigrant populations
necessary for successful, sustain-
able inclusion in genomic research
and precision health initiatives.

Criminalization of
Immigration Violations
Raises Regulatory Barriers for
Research

Historically, immigration docu-
mentation violations were gener-
ally handled as civil not criminal
matters. The dramatic shift in im-
migration policy’” by the Trump
administration in 2018 to pros-
ecute all immigration matters has
serious implications for including
undocumented immigrant popula-
tions, refugees, and asylum seekers
in research. Immigrants who are
detained by the government are, for
purposes of research participation
protections, considered prisoners.
When reforms were made to mod-
ernize the Common Rule, Subpart

C of 45 C.ER. part 46 was left un-

modernized.?®%

These regulatory
barriers would complicate any study
that intentionally (ie, more than in-
cidentally) seeks to involve such im-
migrants in research and would also

necessitate the suspension of re-
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search-related interactions with any
enrolled immigrant participant who

subsequently becomes detained.

DiscussioN

Whether the law is a help or a
threat to the inclusion of immi-
grants in genomic research and pre-
cision health depends not only on
the law on the books but also on
respect for rule of law and its stable
enforcement. Genomic and preci-
sion health research and health care
policy in the United States cannot
be tidily compartmentalized from
the messiness of society generally or
immigration policy specifically. Re-
strictive immigration policies and
xenophobia have negative health

health

care utilization.**? Such policies—

consequences and affect
themselves worthy of focused legal
epidemiological study*—make it
more difficult to involve immigrants
not only as research participants but
also as health care providers and

4445 recruit-

researchers. Research
ment, retention, and data collection
plans for large-scale studies backed
by the federal government must be
designed with this legal and socio-
political context in mind and both
anticipate and be responsive to
changing conditions. For example,
the initial protocol development
for the All of Us Research Program
in early 2017 coincided with Presi-
dent Trump’s issuance of Executive
Orders 13769 and 13780 (ie, the
travel bans),*% which inevitably
influenced the development of the
core survey modules. The timing

of the project’s national launch in

mid-2018 was similarly challeng-
ing: 1) it coincided with the heavily
criticized separation of families at
the US-Mexico border and DHHS’s
involvement in DNA testing of the
detained migrants®; and 2) it con-
tinued in the midst of the Supreme
Court’s decision to uphold a revised

travel ban.%°

Many researchers
fret over how to be on the right
side of science and history with-
out jeopardizing governmental and

public support for their projects

Whether the law is a help
or a threat to the inclusion
of Lmmigrants in genomic
research and precision
health depends not only
on the law on the books
but also on respect for
rule of law and its stable

enforcement.

or putting participants unnecessar-
ily at risk of discriminatory harms.

This article has outlined only a
sampling of the many methodologi-
cal, ethical, and legal considerations
involved with the inclusion of im-
migrants in genomic research and
precision health. There are many
reasons for immigrants to be reluc-
tant when approached to participate
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in such efforts in the United States
today, despite the scientific benefits
that would accrue from diversity in
research cohorts and the many as-
surances of confidentiality based in
study protocols and law. When a
president declares a “national emer-
gency” pursuant to the National
Emergencies Act (50 U.S.C. §1601-
1651 [1976]), that declaration trig-
gers authority pursuant to 42 U.S.C.
§1320b-5 for the DHHS Secretary
to waive the HIPAA privacy rights
(including those under 45 CFR
164.510, 164.520, and 164.522) of
everyone in the emergency area and
for the duration of the emergency.
Awareness of such consequences
and thinking about other scenarios
in which confidentiality could be
relaxed or compromised (even if
temporarily) might cause many to
pause before accessing health care
or agreeing to provide significant
amounts of identifiable data to a
government-backed study. When
inter-agency data sharing policies
are set pursuant to a Memorandum
of Understanding (MOU) (such as
that between DHHS and the De-
partment of Homeland Security’")
and a president publicly states that
MOUs “don’t mean anything...,”>?
it is foreseeable that such com-
ments will deter immigrant popula-
tions (such as refugees who might
have affiliative claims challenged
or undocumented immigrants who
might face deportation proceedings
if sensitive identifiable information
is disclosed) from participating by
suggesting, fairly or not, that the
government is unlikely to fulfill
its promises to restrict use of the

identifiable

data collected exclu-
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sively for precision health research
or restrict access to authorized re-
searchers. Revisiting longitudinal
study protocols and making adjust-
ments to ensure continued fairness
in the selection of participants and
adequacy of research protections
is important, particularly dur-
ing volatile sociopolitical times.

CONCLUSION

When tasked with answering
the question of whether the law is
a help or a threat to the inclusion
of underrepresented or underserved
immigrant populations in genomic
research and precision health, we
must redirect the inquiry to wheth-
er we collectively: 1) can prioritize
authentic diversity and inclusion
policies (not only in health care and
research but every facet of our lives);
and 2) insist on compliance with
laws intended to ensure the human
right of every individual — regardless
of immigration status or national
origin — to share in the advance-
ment of science and its benefits.
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